Patients with end-stage renal disease supported on dialysis experience high morbidity and mortality. Little is known about family caregiver experiences during the disease. Qualitative research methods were used to explore the experiences of family caregivers caring for patients receiving dialysis. In-depth, semi-structured, in-person interviews were completed with 18 family caregivers in rural and urban settings. Interviews were audiotaped, transcribed verbatim, and analyzed using thematic and descriptive analysis. Major themes identified included challenges navigating the health system, caregiver burden, perceptions of palliative care, symptom management, and decision-making. Caregiver burdens are significant including physical, emotional, social, and economic dimensions. There is a need to recognize and improve support for family caregivers and increase collaboration with nephrology and palliative care services from commencement of dialysis until death and into bereavement.
Introduction
End-stage renal disease (ESRD) is defined as ''irreversible decline in kidney function that is severe enough to be fatal in the absence of dialysis or transplantation.'' 1 The principal modes of treatment for patients with ESRD are kidney transplantation, renal dialysis (hemodialysis or peritoneal dialysis), and conservative (nondialytic) management. A small percentage of individuals receive kidney transplants. An increasing number of older, frail patients with multiple comorbidities are being offered dialysis. 2 Patients with ESRD experience significant morbidity and mortality. 3, 4 Patients with ESRD experience lower quality of life, high symptom burdens, and associated multiple medical comorbidities including diabetes, hypertension, cardiovascular disease, cerebrovascular, and peripheral vascular disorders, diabetes, blindness and psychiatric illnesses, among others. [5] [6] [7] Cardiovascular disease is the main cause of premature death in these patients. 8 Patients with ESRD are in need of an improved approach to symptom assessment and management, with greater inclusion of palliative and supportive care needs. 3 The need for palliative approaches has been identified for these patients, even from the outset of dialysis. 7, 9 Tamura and Cohen report that the vast majority of patients with ESRD die in acute care facilities, without accessing palliative care services and without advanced care directives. 10 Newfoundland and Labrador (NL) has the highest number of patients over the age of 65 with ESRD in Canada. 11 In 2014, of the 822 patients in NL with prevalent end-stage kidney disease, 486 (59.1%) received hemodialysis in an institutional setting as compared to 44.7% for Canada. 12 As of March 16, 2017 , there were 525 patients with ESRD receiving in-center hemodialysis, 44 receiving home peritoneal dialysis, and 24 receiving home hemodialysis in NL. 13 There is a growing awareness that unpaid family caregiving comprises a substantial portion of care being delivered at home. The service that caregivers provide, however, is often undervalued and for the most part remains invisible to the health system. 14, 15 Some literature exists on the palliative needs of patients with ESRD; 16 however, there is a lack of literature examining the experiences and perception of needs of family caregivers.
Research Design
Our research questions were 1) What were the experiences of urban and rural family caregivers caring for patients with ESRD, who had died either at home or in hospital? 2) What were the caregiver's perceptions of patient's palliative care needs?
We examined these questions by interviewing family caregivers who cared for patients with ESRD.
Approval to conduct this research was obtained from the NL Health Research Ethics Board.
Methods
Qualitative research methods, specifically naturalistic inquiry, were used to explore our research questions. Naturalistic inquiries are characterized by purposive/deliberate sampling, conducting research in a natural setting, reflexive reporting, and inductive data analysis. 17 Data collection consisted of in-depth, semi-structured, inperson interviews, with 18 family caregivers (Male ¼ 4, Female ¼ 14) from urban and rural NL who cared for individuals who died from ESRD. The research was coordinated by staff in the Health Research Unit (HRU) at Memorial University Faculty of Medicine.
Participants were recruited through the renal dialysis services of the provincial Regional Health Authorities. Caregivers were identified using next of kin contact information on patient records. The Provincial Home Dialysis Database was used to identify patients who received dialysis and supportive care at home and their next of kin. Potential participants were contacted via letter and then by follow-up phone call to see if they were interested in participating in the study. Inclusion criteria included being a caregiver (over the age of 19) for their loved one who had died from ESRD within 4 years, but no sooner than 6 months following the death of their loved one. All participants provided written informed consent.
Interviews of family caregivers were conducted by HRU research staff. Interviews were audio taped, transcribed verbatim, and coded manually by 2 researchers. Data were analyzed using thematic and descriptive analysis. Specifically, themes were identified using a voice-centered relational method of data analysis described by Mauthner and Doucet. 18 This method of data analysis involved 4 separate readings of the transcripts with the following questions in mind: What is the plot and the researcher's response to it? How does the participant experience, feel, and speak about themselves? What are the participant's relationships? How does the participant's story fall within social, cultural, and political contexts?
Results
Interviews with family caregivers provided rich descriptions of their experiences caring for loved ones with ESRD. Themes identified included challenges navigating the health system, caregiver burden, perceptions of palliative care, symptom management, and decision-making (Table 1) .
Challenges Navigating the Health-Care System
Family caregivers negotiated the bureaucracy of health care at every stage of their loved one's illness. Participants described endless waiting for services and results of investigations, accessing financial coverage for medications, obtaining parking spaces, repeating their concerns to multiple care providers, completing numerous forms, and fragmented communication between the urban and rural community providers caused family members frustration, anger, isolation, and exhaustion.
Information About Their Illness
Family caregivers experienced challenges with the flow of information regarding their loved one's illness and treatment regimen. Some family caregivers received excessive information whereas others felt the amount and type of information was inadequate. Delivery of information by the nephrology service to the patient/family was more easily accepted when there was a readiness to receive it, in a private, safe, and unhurried environment at appropriate intervals throughout the progression of the disease.
Family caregivers acquired knowledge about dialysis through diverse means: deduction and metaphor, by osmosis during discussions with other patients/families, through observation in dialysis suites, and dialogue during clinic visits. Over time, family caregivers acquired knowledge about the technical details of dialysis, laboratory, and radiological results. However, many did not comprehend the inevitable outcome of dialysis until the patient was either close to death or died suddenly.
In spite of professional care providers efforts to share information regarding the patient's illness, family members and the patient did not always understand what was being communicated at various points during the course of the illness. Reasons for this included time constraints, lack of space, privacy, lack of human resources, readiness to receive information, and care providers focusing primarily on the medical aspects of care and excluding the psychological, emotional, practical, and spiritual domains.
Care Facilities
Hospitals and care facilities are busy and can be intimidating to patients and their families. While patients and families are sensitive to the complexity of renal disease and its complications, participants described their experience of dialysis suites, emergency departments, and outpatient clinics as like being on a roller coaster where patients are herded through without recognition of their personhood. And yet, caregivers and patients appreciated the care they received from professional care providers. ''I would rather have bad news and deal with it than be in the dark. But I know that kind of limits, like doctors kind of have to walk that line right. But I mean even to the point she had follow-up appointments in the last week of her life, she had appointments scheduled, she didn't know what they were for and when I would call to try and find out I couldn't find out…. So the lack of information, it was one of the biggest things.'' (interview 15) ''He just wanted answers but we didn't get any. If he could have got someone to sit down and talk and tell him what he wanted but we didn't get any answers to anything it was always just little-oh well we're going to look into this or we're going to check that or you know it was never any answers'' (interview 3)
Delivery of information by the nephrology service to the patient/family is more acceptable when there is a readiness to receive it at appropriate intervals throughout the course of the disease. This is in contrast to having to make decisions based on information imparted during an acute medical crisis. What the patient and caregivers need is a staff member to take time, sit down face to face with them privately, listen to their questions, concerns and interpretations of the present issue and to discuss, clarify and confirm their understanding of the situation. In addition to the burden of their disease, the physical environment in which care is delivered can have a negative effect on the well-being of the patient and their caregivers. Care Facilities ''I begged them to put him in a private room and there just weren't any, and that's the worst set-up ever that they have all those wards you know it's like a third world country really'' (interview 2). ''We he had to go to the emergency, I never felt that-I don't think that they got the same care because they're already so compromised. I don't mean care but I mean understanding because they're already compromised. You're almost dead sometimes. They think of you as dying anyway and I don't feel that they got the same attention'' (interview 10). Caregiver burden
Overwhelming responsibility ''…it was really time consuming. It was really wearing me out. I couldn't come and go as I wanted to and I had to be there for him for everything he wanted because really even just for him to get up and go to the bathroom really you needed someone there with him because with one leg gone he wasn't so bad, but with two he had to get up over the stairs and get to the bathroom himself and I was really afraid that he'd fall.'' (interview 17 Financial hardship ''I had to give up my job for a full year to be with him to look after him. We spent 8.5 months in a hostel; I had to go to social services to ask for assistance'' (interview 5). ''We moved into St John's, took an apartment so we could be near the doctor because wintertime, I wasn't going to be able to drive back and forth to St John's no way. And there was no help there by the way I tried but there was no help'' (interview 11).
(continued)
Caregiver Burden
Overwhelming Responsibility
Caregiver burdens were significant and included physical, emotional, social, and economic dimensions. Their burden increased over time, as the patient's disease progressed. Some caregivers had to leave their paid employment to provide fulltime care to their loved one. Even though care providers had support from friends and family, this often did not translate into physical care of the patient. Family caregivers also described the challenges they experienced witnessing the daily suffering of their loved one. They observed multiple losses including, for example, loss of limbs, roles, sight, mobility, home, spouse, cognition, community, and so on. Caregivers fulfilled multiple roles including providing care and managing other aspects of their homes. Stressful life events for example, death, divorce, accidents, flooding, financial hardship continued in the background of the medical and social milieu of caregiver's lives. Caregivers and patients experienced isolation from friends, neighbors, and community as a result of providing 24-hour care together with maintaining the intense connection with the renal service. Isolation occurred because of relocation to urban areas and an awareness of the progressive nature of the disease.
Caregivers experienced conflicting emotions in their role. Some family members were also professional caregivers and they often assumed the role of primary caregiver. This precipitated feelings of resentment, anger, and at times pride and comfort in the care they provided. ''I know that palliative care is where you put someone off in a room to die'' (interview 1) ''They put you somewhere until you die-that's the best way I can put it.'' (interview 13). ''It means caring for someone who is ultimately going to die'' (interview 2) ''It means that you're in the last stages right you know.We were not told that it was palliative care. Nobody ever mentioned that word to us, no never, never.'' (interview 9).
The concept of palliative was not well understood by patients and their caregivers.
Symptom management ''His disease kept taking him down and robbing him and, he died in bits as far as I'm concerned. Bit by bit, by bit over a 6.5 year period. He died in bits. It just didn't happen blah, bang it just took slowly, slowly, slowly. He started losing this and loosing that and, losing something else too. There's nothing left only me walking (him) around the house by the arm, taking care of him in every way so nobody, he became like a baby'' (interview 11). ''It was frustrating for him not being able to do the things he wanted to be able to do and he had to leave his hometown and, that really upset him.''(interview 4).
Caregivers witnessed their loved one experiencing multiple concurrent symptoms during the course of their disease. Feelings of loneliness, isolation, separation from community were additional emotional symptoms reported.
Decisionmaking
''When the doctor took me aside to tell me you're going to have to make a decision because we can only now put him on life support or let him die naturally, what are we going to do? I mean it just came right out of the blue I had to make a decision right there and then'' (interview 7). ''Oh yeah. I was going to do anything to keep that man alive. But I think about it, it must have been for me that I wanted to do it because, he didn't want to live (interview 10). ''(They) asked me if I would put him…if he wanted to go on life supports and I thought for a little bit and I knew how bad he was. I knew what he'd been through and they said he's after having a bad stroke and what about life supports, do you know how he feels about life supports. And I said no then I said yeah put him on life supports until I get my children home'' (interview 11).
Decisions related to the initiation, cessation, or alteration of treatment were particularly stressful times in the lives of patients and their caregivers. The initiation or cessation of dialysis are key decision points in the care of a patient with ESRD. These periods were often fraught with fear, emotional upset, conflicting emotions, communication difficulties, and misunderstandings.
Caregiver burdens persisted into the bereavement period. Family caregivers often expressed regrets following the death of their loved one. Regrets included preventing the patient from talking about their impending death, disagreeing with the patient about starting or discontinuing dialysis and not being present when the patient died. In the aftermath, caregivers questioned whether they had done enough.
Financial Hardship
Unexpected financial burdens including, for example, costs associated with long distance travel, medications, home care, accommodations, loss of employment, and renovations of the home were not always anticipated at the onset of dialysis. Renovation of the home and costs associated with purchase or rental of equipment was often required to adapt to changing needs of the patient. This involved, for example, relocation of bedrooms, creating wheelchair access, building ramps, and renovating bathrooms.
Relocation from rural to urban areas to receive ongoing treatment often required selling the rural home, sharing accommodation with relatives in the city, or renting an apartment. Financial costs, disengagement from the rural community, and isolation added to their burden. Patients who lived in rural areas and travelled to receive treatment also had to deal with harsh winter conditions. Clearing the driveway of snow and driving on snow covered roads were constant threats to their safety.
Perceptions of Palliative Care
The concept of palliative care was generally not well understood by family members. Some understood palliative care to be the time when a patient is placed in a private room to die following discontinuation of dialysis. Palliative care was not seen as comprehensive care integrated with renal care from diagnosis to death and into bereavement. Some caregivers described care at the end of their loved one's life as being very good. Others felt palliative care was for a patient whose death was imminent. They generally did not perceive a patient receiving dialysis as having a terminal disease or receiving dialysis as a palliative treatment. Rather, terminal illness was more associated with a diagnosis of cancer.
Symptom Management
Caregivers observed and described numerous physical and psychological, spiritual, and social symptoms their loved ones experienced throughout the disease trajectory. Family caregivers were often in the position of having to manage a wide range of symptoms (Table 2 ). In addition to multiple physical symptoms cited above and in other studies, we identified social symptoms-features of the disease experienced by the patient-including stoicism (an understanding and acceptance that suffering was part of the disease process), feelings of emptiness, isolation, depression, iatrogenic suffering as a result of the treatments, and diminishing quality of life as the disease progressed for both the patient and the caregiver. Symptom management became a prominent feature of the care provided by caregivers. 
Decision-Making
The initiation or cessation of dialysis are key decision points in the care of a patient with ESRD. These periods were fraught with fear, emotional upset, conflicting emotions, communication difficulties, and misunderstandings. Discontinuing dialysis is a complex medical, emotional, and psychological process relating to individual patients, yet it involves many people. Discontinuing dialysis is generally understood by the patient/ family to be a medical decision. However, social implications like disagreement among family members, often led to reduction in the number of dialysis sessions per week rather than total termination of dialysis. In addition, the patient and family were dealing with a wide range of emotions and had varying levels of understandings of what initiation or discontinuation of dialysis meant. Discussions about a patient's prognosis in terms of what they wanted to know or did not want to know in most cases did not happen.
Patients signed a general consent for interventions associated with undergoing dialysis. However, a conflict remained in the caregiver's understanding: the system makes all decisions to provide care based on patient's needs and with their consent. Caregivers understand the decision to be made is put to the patient in the form of a choice. If the decision is not made by the patient, it is put to the caregiver/family. Not infrequently, the patient remained on dialysis without a decision being made and died, as the family interpreted, due to causes other than ESRD.
Caregivers expressed the opinion that families needed to be present when decisions regarding care and treatment were made. This approach is consistent with the palliative care model of care where the patient/family is the unit of care as opposed to the traditional acute model where the patient is the unit of care. Decision-making on advanced planning of care was better received informally over time and gradually becomes understood as awareness, rather than a documented discussion that takes place at one point in time.
Even though care for those who were dying was described as excellent, patients from rural areas often died distant from their community. In this study, 2 patients died in long-term care, 3 patients died in the palliative care unit, and the remainder died in an acute care facility. Most patients spent an extended period of time in acute care before death.
Discussion
From the onset of ESRD, patients and their caregivers undergo progressive change characterized by physical, mental, emotional, and economic hardship. From the time a decision is made to begin dialysis until their loved one dies, the journey of patient and caregiver is fraught with physical challenges and emotional upset. Many of the individuals we interviewed were totally unprepared for what lay ahead.
The participants in this research identified that the ability to receive and comprehend information being shared with them was very important. Understanding the information was dependent on the manner in which it was presented, that is, the location, timing, the amount of information, and who conveys the information. Participants indicated the sharing of information by the nephrology service to the patient/family is more acceptable when there is a readiness to receive it at appropriate intervals throughout the course of the disease. This is consistent with Josland and colleagues' research who found there is a need to engage in informed conversations with patients and their caregivers throughout the disease and for professionals to be aware of the burdens on the family, as they provide care to the patient in the community. 19 Open communication regarding options for care or withdrawal of treatment is important, so patients and caregivers are able to make informed choices and express their values and preferences. 16 Symptom management was a prominent theme in this research. In this regard, studies show early referral to palliative care assists the patient and multidisciplinary team to manage pain and create opportunities to discuss future options. 8 Adequate pain control is central to a patient's perception of a ''high-quality'' death in patients with ESRD. 20, 21 Patients with complex pain syndromes, substance abuse, psychosocial, spiritual, and/or end-of-life issues would benefit from earlier and more frequent involvement of palliative care teams. 5 The unique barrier existing in patients with ESRD is a lack of recognition by the nephrology community concerning the extent and severity of the problem of pain and symptom management and hence a lack of clinical and research focus in this area. 5 Hence, the literature illustrates pain assessments and management have remained suboptimal over years and need to be incorporated into standard care for patients undergoing dialysis.
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Conclusions
The challenges associated with caregiving for patients with ESRD are significant and often overwhelming on many levels. From the point of diagnosis to the death of a loved one and into the bereavement period the family caregiver and the patient endures considerable hardship. Together they must navigate a labyrinth of emotional, physical, social, and financial challenges. Moreover, the nonmedical burdens associated with caring for a loved one with ESRD on dialysis are significant and include progressive isolation from loss of employment, economic hardship, and often separation from their home community when accessing treatment.
The caregiver role is demanding and they often receive minimal acknowledgement, support, and respite from their duties. Improvements in palliative care, advanced care planning, and symptom management are warranted. The health and social service systems need to recognize and support family members who assume the role of caregiver because their needs are substantial.
This research highlights the need for future research in several areas including further assessing the well-being of caregivers during their caregiving journey, assessing information needs at various stages of the disease process (and the most effective ways to communicate this information), and exploring ways to educate family caregivers in the home management of symptoms in ESRD. Future research should also examine policy and service options to provide adequate palliative care, advanced care planning, support, and respite to family caregivers for patients with ESRD, especially those living in rural areas.
